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Summary
Introduction: Diseases have an additional negative meaning but with different
magnitude. Epilepsy is considered a stigmatizing condition; however its magnitude
is unknown in our society, a limited-resource country, as Brazil.
Purpose: To compare the stigma perception of epilepsy to other two chronic condi-
tions: AIDS and diabetes in the city of Campinas, Brazil.
Methods: We interviewed people in two situations: on the streets (145 randomly
selected people) andduring aMeeting of Epilepsy (86people).Weasked threequestions
‘‘What score would you rate for the prejudice that general population has towards:
epilepsy, AIDS and diabetes’’. The score ranges from 0 (no prejudice) to 10 (maximum
prejudice), and was displayed to the interviewee in the format of a ruler.
Results: The median (upper and lower 95% confidence interval) prejudice score of lay
people was 9 (7.8—8.6) for AIDS, 7 (6.1—7.0) for epilepsy and 2 (2.5—3.5) for diabetes.
The median prejudice score of people with epilepsy and relatives was 9 (6.9—8.1) for
AIDS, 7 (6.4—7.5) for epilepsy and 2.5 (2.9—4.2) for diabetes.
Discussion: There is a difference in the perception of prejudice towards people with
chronic diseases; AIDS had the highest level of stigma and diabetes the lowest, and
epilepsy was in the intermediate position but closer to AIDS.
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The concept of stigma was initially introduced as a
relationship between an attribute and a stereotype
and is a reference to negative attributes, weakness
or disadvantage.1 In other words, the stigmatized
person is considered as possessing a different char-
acteristic from those who are accepted in society
and is treated differently by the community, which
may have misinterpretations and inaccurate beliefs
about the stigmatized person.
Over the years, theword stigmabecame related to
degradation and in general use, stigma refers to a
brand ormark that turns a person into a different one
because of its negative connotation.2 Some sug-
gested3 a causal correlation between epilepsy and
inadequate feelings and behaviors, such as hostility.
Chronic diseases such as AIDS, leprosy, diabetes,
hypertension and epilepsy present a socio-economic
burden to society. The magnitude of stigma in these
conditions is, however, different; for example, AIDS
is considered a highly stigmatizing disease, whereas
diabetes does not appear to have associated stigma.
AIDS is considered a stigmatizing condition, espe-
cially so because of the risk of infection and no
expectation of cure.4 Stigma in AIDS can marginalize
and exclude individuals who show certain charac-
teristics. The stigma has existed since AIDS was first
recognized, when it was associated with ‘‘deviant
behaviors’’ linked with gay men, drugs users or sex
workers. Having AIDS implied personal irresponsi-
bility or moral fault deserving punishment.5,6
Furthermore, people are frightened of being
infected with the Human Immunodeficiency virus,
as it causes a life-threatening condition. On the
other hand, early diagnosis and adequate treatment
of diabetes can lead to optimal control. In spite of
diabetes being a progressive and prevalent illness, it
does not seem to carry stigma in society.7
A US study8 investigated the attitude towards
children with different chronic conditions by com-
paring epilepsy, asthma, hyperactivity and AIDS in
the general population of Kentucky, based on a
telephone survey protocol. It was found that 24%
respondents predicted ‘‘deterioration in the class-
room environment’’ with the entry of a pupil with
epilepsy, which was similar to that for a pupil with
AIDS at 26%.
This study is part of the National Demonstration
Project on Epilepsy in Brazil9 within the framework
of the WHO/ILAE/IBE Global Campaign of Epilepsy
which aims to study stigma in a Latin-American
culture. We know that epilepsy stigma exists in
our society10,11 but its magnitude is unknown.9
This exploratory study is a comparative assess-
ment on the perception of epilepsy and other twochronic conditions with different degrees of stigma.
Our prior hypothesis is that the degree of epilepsy
stigma in our society is somewhere between that of
AIDS and Diabetes, as found in other cultures.8Methods
Subjects
We interviewed people in two settings: (1) during a
Local Health Fair on the streets in the city center of
Campinas, and (2) during the I National Meeting of
Associations and Groups of People with Epilepsy in
Campinas. The city of Campinas is the largest non-
capital city of the Brazil and has a population of
approximately 1 million people. It is located in Sa˜o
Paulo, a southeastern state of Brazil. The great
metropolitan region of Campinas is one of the
wealthiest regions of the country, responsible for
9% of national internal revenue.
The interval between these two surveys was 45
days and the study completion procedure was the
same.
Instrument
In this study, we focus on three questions, which
have the same construct with the only difference
being the object of study: ‘‘What score would you
rate for the prejudice that the general population
has towards: epilepsy, AIDS, and diabetes’’. The
score ranged from 0 (no prejudice) to 10 (maximum
prejudice) and was displayed to the interviewee in
the format of a ruler.
To assess the significance of the data, we calcu-
lated the 95% confidence interval for the scores from
the groups.
Assessment
People were interviewed by a psychologist (PTF and
PCBS) on an individual basis; the psychologist read
the question and the subject wrote down the
answer. The procedure was the same for all the
subjects and took around 2 min.Results
During the Health Fair 145 subjects were inter-
viewed. During the I National Meeting of Associa-
tions and Groups of People with Epilepsy 86 people
were interviewed. The characteristics of subjects
are shown in Table 1. The results, with 95% con-
fidence interval (95% CI), are shown in Table 2.
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Table 1 Characteristics of subjects
Subjects Health
Fair
Epilepsy
Meeting
Women 75 50
Men 70 36
Mean age (range) 38 (13—80)
years
35 (12—66)
years
University degree 20 —
Total 145 86
Table 2 Prejudice towards people with epilepsy, AIDS
and diabetes
Epilepsy AIDS Diabetes
Epilepsy
Meeting
CI: 6.4—7.5 CI: 6.9—8.1 CI: 2.9—4.2
(n = 86) Median: 7.0 Median: 9.0 Median: 2.5
Mean: 6.9 Mean: 7.5 Mean: 3.5
Health Fair CI: 6.1—7.0 CI: 7.8—8.6 CI: 2.5—3.5
(n = 145) Median: 7.0 Median: 9.0 Median: 2.0
Mean: 6.5 Mean: 8.2 Mean: 3.0Discussion
The results of this study confirmed our prior hypoth-
esis that there is a difference in the perception of
chronic diseases; AIDS had the highest level of
stigma, diabetes the lowest, and epilepsy was in
the intermediate position but close to AIDS.
It has been proposed that some diseases have
additional negative connotations, observed here in
epilepsy and AIDS, explained by the patient having a
chronic conditions that influence the quality of life.5
However, diabetes has these attributes, but low
stigma, which suggest existence of other stigma
operating factors. Moreover, the prejudice against
AIDS and epilepsy is reinforced by lack of informa-
tion.8
In the 1970s, it was suggested that prejudice
against epilepsy is the fear of the loss of physical
and emotional control.3 This may explain why peo-
ple with epilepsy are more rejected than people
with other conditions, especially in employment and
social areas.
It is clear also that perception can be very dif-
ferent among individuals, and several other factors
need to be considered, such as the burden of the
disease, individual characteristics, living environ-
ment, behavior and the interpretation given to each
situation.3,4,8
This exploratory study was based on convenient
samples derived from two populations, at a Health
Fair (general public) and a Meeting of Epilepsy(people with epilepsy and families). Some people
may answer the questions with a sense of ‘‘social
correctness’’, because this pattern is better
accepted by the society. Another limitation of this
study is the small number of questions, so we cannot
make any analysis of factors that may contribute to
the stigma. Nevertheless, our finding is a starting
point for future studies with large samples in dif-
ferent populations to provide more information
about prejudice in chronic diseases.
It has been argued12 that an individual’s self-
image is threatened only when the person accepts
the social devaluations of his condition.13—16 Our
results, however, show the same pattern of per-
ception by lay people and people with epilepsy.
The level of perception of prejudice towards epi-
lepsy and AIDS was not too different in the view of
people with epilepsy. This suggests that in this
society at this moment, the degree of enacted
and felt stigma is not different. The felt stigma
is a result of patients’ feelings that come from
their beliefs, the people’s behaviors and the shame
associated. The enacted stigma refers to the dis-
criminative situations against patients.13,17 A
patient feels stigmatized when he/she believes
the community’s inappropriate ideas. If people
believe themselves to be different from other
people because of their condition, then the stigma
has been internalized. Once this takes place,
inadequate behaviors and psycho-social difficulties
such as shame, insecurity and withdrawal start to
show up. In this setting, we hypothesize that
empowerment of patients with improvement of
self-esteem may shift this scale. This needs to
be further investigated with identification of fac-
tors underlying stigma from patients’ views as well
as from our society to help develop tailored cam-
paigns against stigma in epilepsy, making it possi-
ble to bring epilepsy out of the shadows.9References
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